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CBACKGROUND: The Institute of Medicine considers patient
centeredness a core dimension of quality. Several patient/family
surveys exist to assess pediatric health care. The Children’s
Health Insurance Program Reauthorization Act mandates
strengthening quality measurement for children, including for
patient/family experience of care.
OBJECTIVES: The aim of this study was to determine what
instruments exist for measuring patient/family experience of
pediatric health care and which should be included in the core
measurement set for assessing Medicaid and the Children’s
Health Insurance Program (CHIP) programs; to identify gaps
in measurement; and to provide recommendations for measure
development.
METHODS: We developed a conceptual framework for
measuring patient/family experience of care. We conducted
a review of national measure clearinghouses and of the literature
to assess validity, reliability, and feasibility of existingmeasures,
and how these measures address the conceptual framework.
RESULTS: We found valid and reliable instruments for
measuring patient/family experience of care include the
Consumer Assessment of Healthcare Providers and Systems
(CAHPS) instruments, Promoting Healthy Development
Survey (PHDS), Young Adult Health Care Survey (YAHCS),
and the National Research Corporation Picker Pediatric InpatientCADEMIC PEDIATRICS
opyright ª 2011 by Academic Pediatric Association S59Survey (NRC Picker). We identified the need for matching
patients with providers and groups as a barrier for widespread
use of the CAHPS pediatric clinician & group instrument.
CONCLUSIONS: We recommended to the National Advisory
Council for Healthcare Research and Quality Subcommittee
on Children’s Healthcare Quality Measures for Medicaid and
Child Health Insurance Programs (SNAC) the CAHPS Child
Medicaid 4.0 and pediatric Clinician & Group Survey for inclu-
sion in the initial recommended list of core measures for volun-
tary use by Medicaid and CHIP. The Clinician and Group
Survey was not included in the list posted for public comment
due to concerns at that time (December 2009) about feasibility.
We also recommended that development of a child version of
the CAHPS behavioral and mental health survey now used
in the adult population and of a pediatric hospital CAHPS
measure be considered high priorities for development in the
next phase of Children’s Health Insurance Program Reauthori-
zation Act measurement activity. This phase should also explore
methods to increase response rates and lower costs of obtaining
consumer feedback.
KEYWORDS: patient centeredness; patient experience; quality
of care; surveys
ACADEMIC PEDIATRICS 2011;11:S59–S67ON FEBRUARY 4, 2009, the Children’s Health Insurance
Program Reauthorization Act (Public Law 111-3) was
signed into law by President Obama, reauthorizing the
Children’s Health Insurance Program (CHIP). Included
in the law was a mandate to strengthen quality of care
and health outcomes for children enrolled in Medicaid
and CHIP programs, and specific language directing the
Secretary of Health and Human Services to identify a rec-
ommended core set of child health quality measures for
voluntary use by state Medicaid and CHIP programs by
January 1, 2010. These measures, to include assessment
of patient/family experience of care, should provide
information on the quality of health care and coverage
of children across the age and health spectrum andprovide helpful information for improving the quality of
care for children.
The Institute of Medicine considers patient centeredness
a core dimension of quality, one that should be included in as-
sessing the quality of health care delivered in theUnitedStates
and that can only be assessed through patient reports of care.1
Patient-centeredheath care includes establishing apartnership
between providers, patients, and their families, as well as the
patient experience itself. Improvements in health care design
and delivery should include making the system more patient
centered.2 Patient-centered approaches to care are associated
with improvements in care, including for chronic care man-
agement.3–6 In particular, effective communication is asso-
ciated with improved patient satisfaction and adherence.7,8Volume 11, Number 3S
May–June 2011
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FAMILY EXPERIENCE
ASPECTS OF CARE THAT CAN BE REPORTED AND MEASURED
The development of the initial versions of the Consumer
Assessment ofHealthcare Providers and Systems (CAHPS)
instruments (including the child survey) for assessing health
plans provided a critical foundation for measuring patient/
family experience.9–11 Focus groups and extensive
cognitive testing revealed that domains such as access to
care, timeliness of care, communication, office staff, and
health plan customer service could validly and reliably
be reported by adult respondents. Further work, including
literature review and interviews with experts in pediatric
medical care and health plan satisfaction, determined that
the content of the child survey should differ from the
content of the adult survey.12 Some additional areas were
identified, including the child’s interactions and communica-
tion with health care professionals; preventive care; and care
for the child’s growth, development, or behavior.
REPORTING ON CHILDREN’S HEALTH CARE
Survey data about children’s health care is usually
collected from parents rather than directly from children,
for both logistic and methodological reasons.13,14 Issues
such as obtaining informed consent, contacting children,
and interviewing them are substantial challenges for
obtaining survey responses in the pediatric population.15–17
For example, children aged younger than 12 years tend to
respond positively to survey questions regardless of their
content.18 The limited and changing cognitive ability of chil-
dren limits the complexity of item wording. These types of
issues have prompted most to assess children’s health care
by using parent report.
Measurement of patient/family experience with health
care is a particular challenge in the adolescent population.19
Althoughusually still under the care of adults, the experience
of an adolescent with the health care system and providers is
less dependent on adults than that of younger children.
Results from the YoungAdult Health Care Survey (YAHCS)
indicate that adolescents (including the publicly insured) are
both valid and reliable reporters of certain aspects of preven-
tive services.20,21 A survey of a sample of Medicaid-insured
children aged 13 to 17 years using a CAHPS instrument
showed a response rate of about 30%, with no difference ac-
cording to mode.22 Teenagers enrolled inMedicaid and their
parents were as willing to complete questionnaires about the
adolescents’ health care as families with private health insur-
ance. However, in both instances, population mobility and
the quality of the contact information provided by the spon-
soring agencies greatly hampered efforts to reach respon-
dents, particularly in the Medicaid population.23
MEASUREMENT CONSIDERATIONS FOR CHILDREN
Several aspects of children and the healthcare they
require should be considered in assessing the quality of
care they receive.
1. Age.Forrest and colleagues suggested the “4Dmodel” for
the unique attributes that should be considered in childhealth services research or quality improvement,24 as
well as when devising quality measurement strategies,
including for patient experience. Three of these apply to
quality measurement as related to family experiences
with care.Childrendevelop at a rapid rate, and their health
and interactions with the health care system change over
time.25 Measurement of patient and family experience of
care across the age spectrum is clearly important. Chil-
dren depend on parents, who act as the intermediaries in
nearly all aspects of health care. Parent experience with
the health care system is therefore important to assess,
as it can be part of assessing the effectiveness of medical
care delivered to children. Children’s demographic
profiles have direct effects on their health and their health
care. More than 1 in 5 children live in poverty.26,27
2. Care settings. Children receive health care in both the
ambulatory and inpatient settings. Although a majority
of children receive most of their care in the ambulatory
setting, inpatient care includes settings such as surgical,
neonatal, and intensive care, which are distinct and impor-
tant.Hospitalizedchildren represent ahigh-riskpopulation
for morbidity and mortality and account for a significant
portion of pediatric health care costs.28 Patient experience
of caremeasures are available for children for both settings
and include aspects of care that are different from that in
the other.11,29 Variation in parent perceptions of care are
reported in both settings, providing valuable information
for quality improvement.30,31 Soliciting parental per-
ceptions of the process of inpatient care provides infor-
mation for systems improvement.32 Ideally, assessment
of patient and family experience with care would include
assessment of both ambulatory and inpatient settings.
3. Healthy children versus children with chronic condi-
tions. The Institute of Medicine1,33 suggests the
following framework for measurement regarding the
consumer perspective on health care needs:
 staying healthy: measures that assess helping people
avoid illness and stay healthy through preventive
care, reduction of health risks, early detection of
illness, and education;
 getting better: measures that assess how the health
care system helps people recover when they are
sick or injured through appropriate and error-free
treatment and follow-up;
 livingwith illness:measures focused on helping people
with chronic conditions take care of themselves,
control symptoms, avoid complications, and maintain
daily activities through appropriate, error-free treat-
ment and effective education and self-care support;
 changing needs: measures regarding caring for
people and their families when needs change dramat-
ically because of disability or terminal illness, with
comprehensive and compassionate services, care-
giver support, and hospice care.
Accordingly, patient and family experience measures
should encompass all these areas, including the care of
healthy children, those that are acutely ill, and children
with chronic conditions.
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 to describe instruments currently in use for measuring
patient/family experience of pediatric health care for
quality reporting and/or accountability;
 to discuss recommendations made to the Agency for
Healthcare Research andQuality (AHRQ)National Advi-
sory Council for Healthcare Research and Quality
SubcommitteeonChildren’sHealthcareQualityMeasures
for Medicaid and Child Health Insurance Programs
(SNAC) based on this focused reviewof family experience
measures for potential inclusion in the core measurement
set;
 to identify gaps and barriers in measuring patient/family
experience of pediatric health care;
 to provide recommendations for measure development.METHODS
We first conducted a review of quality measure data-
bases, including the AHRQ National Quality Measures
Clearinghouse, the National Quality Forum (NQF)
endorsed measures, and the National Committee for
Quality Assurance Healthcare Effectiveness Data and
Information Set (HEDIS) to identify candidate instru-
ments, as well as research their properties. Because the
purpose of this report was to recommend quality measures
for patient and family experience, we only reviewed
measures that had been designed for quality measurement
and accountability in the United States. We excluded
measures used only for research. We assessed each
measure for information regarding assessment of validity
during measurement development. For reliability, we as-
sessed domain internal consistency, as well as plan/
physician-level reliability when appropriate. For feasi-
bility, we assessed on what scale (national, state, local)
the instrument had been used, cost of administration (if
available), and infrastructure needs (when applicable).
UsingOvid search engine, we then conducted a literature
search to further assess the identified instruments, as well as
identify others. Search terms included patient satisfaction,
patient experience, family experience, survey, question-
naires, and pediatric, and we limited our search to articles
in the English language. One hundred seventy-one abstracts
were identified and reviewed. We used instrument proper-
ties, including validity, reliability, and feasibility, as a basis
for recommendations both for inclusion in the core
measurement set and looked for gaps in measurement in re-
gard to the spectrum of age, care settings, and health status
(healthy vs chronic conditions) as a means to identify
potential areas for measure development.RESULTS
We identified patient/family experience instruments
from the following 3 measure developers, which included
assessment across the spectrum of ages, the ambulatory
and inpatient settings, as well as of both healthy children
and children with chronic illness (Table): 1) CAHPS, 2)
Child and Adolescent Health Measurement Initiative(CAHMI) instruments, and 3) National Research Corpora-
tion Picker Pediatric Inpatient Survey (NRC Picker).
CAHPS
The CAHPS program is a public-private initiative to
develop standardized surveys of patient and family experi-
ences with health care. The CAHPS Health Plan Survey
has been fielded since 1998 and includes versions for both
public and commercially insured. The current CAHPS
Consortium (CAHPS III) includes the Yale School of
Public Health (previously referred to as the Harvard team)
and RAND Corporation. AHRQ also contracts with Westat
to support the CAHPS consortium, assist CAHPS users,
andmanage theNationalCAHPSBenchmarkingDatabase.
CAHPS surveys ask patients and consumers to report on
their experiences with specific aspects of care, as well as
provide ageneral ratingof care forwhatever level of the health
care system(healthplans, facilities, andproviders) theyare as-
sessing. Patient/family reports about care are designed to be
more specific, actionable, and objective compared to general
ratings. Although CAHPS surveys initially focused on as-
sessing care at the health plan level, additional surveys for
measuring care at the level of primary care group practices
and hospitals, as well as in behavioral health services and
dental care, are now available.34,35 Because CAHPS
surveys provide unique information about care delivery,
their correlation with other clinical performance indicators
and outcomes has been inconsistent.36–39
The CAHPS instrument development process includes
major stakeholders such as consumers, clinicians, health
care administrators, and accrediting bodies.40 CAHPS
developers design items to assess aspects of care that they
have identified as ones that consumers and patients value
and are the best and/or only source of information, ie, the
information cannot be gatheredmore effectively from other
sources (chart review, etc). CAHPS instruments undergo
cognitive and field testing and are designed to be applicable
across heterogeneous populations, including the Medicaid
and commercial insurance populations, across the age spec-
trum, and for vulnerable populations such as children with
chronic conditions. CAHPS developers use the 0.70
internal consistency and reliability level as the minimum
necessary for instrument use for “high stakes” purposes
such as public reporting or payment. CAHPS instruments
have demonstrated mode of administration (mail or tele-
phone) does not appear to substantially influence response
patterns in samples of the publicly and privately insured.41
The current CAHPS instruments for children are the
Child Health Plan Survey and the Child Clinician & Group
Survey.CAHPS CHILD MEDICAID HEALTH PLAN SURVEY
The CAHPS Health Plan Survey 4.0, Child Medicaid
version, is the most recent version in use for assessing
patient/family experience in Medicaid programs. The
core survey is 41 items, covers 4 domains (Table), and is
available in English and Spanish. Parents of children
(aged 17 years and younger) complete the survey. The
Table. Instruments for Measuring Patient/Family Experience of Care
Instrument
Dimensions of
Care Assessed Areas Measured Other Comments
CAHPS 4.0: Child
Medicaid*
Access, utilization, communication,
plan administration
Across ages, ambulatory
setting, healthy children
Supplemental items are available for
areas such as behavioral health,
communication, dental care,
interpreters, and quality improvement
CAHPS: Chronic
Condition
Supplement
Access to prescription medications,
access to specialized services, family-
centered care, personal
doctor, shared decision
making, getting needed information,
coordination of care
Across ages, ambulatory
setting, children with
chronic conditions
CAHPS: Child
Clinician & Group
Access, communication, office
staff, developmental surveillance,
preventive care
Across ages, ambulatory
setting, healthy children
Supplemental items are available
for areas including chronic conditions,
doctor thoroughness, doctor
knowledge of care from other
providers, shared decision making
CAHMI†: Promoting
Healthy
Development
Survey
Anticipatory guidance and parental
education; assessment of parental
concerns; provision of specific
information; follow-up for children at
risk; administration of a standardized,
parent-completed developmental and
behavioral screening tool; assessment
of psychosocial issues; assessment of
smoking, substance abuse and safety;
coordination of care; family-centered
care; helpfulness of care; parental
confidence; health information,
resources in the community;
provision of comprehensive care
Young children
(aged 3–48 months),
ambulatory
setting, healthy children
CAHMI: Young Adult
Health Care Survey
Preventive screening and counseling on
risky behaviors; preventive screening
and counseling on sexual activity and
STDs‡; preventive screening and
counseling on weight, healthy diet, and
exercise; preventive screening and
counseling on emotional health and
relationship issues; private and
confidential care; helpfulness of
counseling; communication and
experience of care; health information
Adolescents (aged $14 years),
ambulatory setting,
healthy children
National Research
Corporation Picker
Pediatric Inpatient
Survey
Partnership; confidence and trust;
information, education, and
communication to parents; information,
education, and communication to child;
coordination of care; physical comfort;
continuity and transition
Across ages, inpatient
setting
Supplemental items are available
for surgical and intensive care
unit care, as well as overall satisfaction
*CAHPS ¼ Consumer Assessment of Health Providers Survey.
†CAHMI ¼ Child and Adolescent Health Measurement Initiative.
‡STD ¼ sexually transmitted disease.
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same except for the time referent: the commercial ques-
tionnaire asks patients about their experiences in the
previous 12 months, whereas the Medicaid instrument
asks them about their experiences in the previous 6 months.
In addition, a “children with chronic conditions” item set
supplement is available. Both the Child Medicaid and the
Chronic Condition Supplement have been endorsed by
the NQF. In addition, supplemental items are available in
several areas.
The chronic conditions set for children was developed
through a collaboration between the CAHPSConsortium,
AHRQ, and the CAHMI Living with Illness Task Force.42The set consists of a 5-item screener that classifies children
with chronic conditions during the analysis stage after the
survey has been administered, as well as a set of 24 supple-
mental itemswith special relevance to childrenwith chronic
conditions (Table). Items from the CAHPS–Children with
Chronic Conditions are also included in the National
Survey of Children with Special Health Care Needs.
Survey properties. 1) Validity and reliability: Survey
development included demonstration of strong construct
validity,12 with correlations of the CAHPS global rating
with willingness to recommend and re-enroll with the
current health plan again. The most recent version of the
CAHPS plan level survey showed internal consistency
ACADEMIC PEDIATRICS MEASURING FAMILY EXPERIENCES OF CARE S63reliability of 0.73 to 0.89 for the 4 domains (CAHPS
Consortium, written communication, May 2010). 2) Feasi-
bility: to obtain valid results for the child questionnaire
that support comparisons of children with and without
chronic conditions, the CAHPS Consortium recommends
enriched sampling, with at least 300 responses from each
category of children.43 Target response rates are 60% for
commercial health plans and 50% for Medicaid, but lower
rates are accepted. Experience indicates that the survey costs
between $15.00 and $24.00 per completed survey. With 300
completes per health plan, the costs range from $4500 to
$7200 for a mail-plus-telephone follow-up protocol.
CAHPS CHILD CLINICIAN & GROUP SURVEY
The CAHPS ambulatory care surveys44,45 (version 1.0)
were officially endorsed by the NQF in 2007. Individual
practice sites and groups have been shown to account for
much of the explainable variation in patient reports across
dimensions.46 Given that the unit of analysis is the clini-
cian/group, one version of the survey is used for both
Medicaid and the commercially insured. Recently, the
Child Primary Care Questionnaire 2.0 (beta) was made
available for use and is in the process of being submitted
for NQF approval. The 54-item survey is available in
English and Spanish. Parents of children aged 17 years
and younger complete the survey.
In addition to the traditional CAHPS reporting compos-
ites, the Child Clinician & Group Survey includes compos-
ites related to developmental surveillance and preventive
care. The supplemental item set includes a new question
about doctor communication and items to identify children
with chronic conditions. Of note, Internet-based surveys
were included in the testing of this instrument, but
responses were insufficient for comparison with mail and
phone responses.
Survey properties. 1) Validity and reliability: Survey
development included demonstration of strong construct
validity, with composite scores strongly associated with
overall ratings of the group and intention to switch.45 The
developmental surveillance and preventive care composites
had internal consistency and reliability greater than 0.70.
The physician-level reliability of each composite was
above 0.80. The estimated case-mix adjusted, physician-
level reliabilities for samples of 25, 50, and 100 were
0.63, 0.77, and 0.87, respectively, for the development
composite and 0.76, 0.86, and 0.93, respectively, for the
preventive composite. 2) Feasibility: Measuring patient
and family experience at the levels of clinician and group
requires the mapping of individual patients with the
providers and practices that provide care for them. The
existence or need for compilation of this information deter-
mines the initial feasibility of measurement at the clinician
group level.
Survey administration cost and time. For applications of
the survey intended to report or assess performance for indi-
vidual physicians, the CAHPS Consortium recommends at
least 45 completed surveys per physician.43 For applications
of the survey intended to report or assess performance for
a larger entity, such as a multisite medical group, with nointerest in assessing individual physicians, the CAHPS
Consortium recommends a minimum of 300 completed
surveys per medical group.
Costs associated with administering the CAHPS Clini-
cian & Group Survey vary depending on the mode or mix
of modes. Based on data from 3 test sites, CAHPS esti-
mates costs per completed survey of $8.00 for mail admin-
istration and $11.00 for telephone administration. Cost per
completed survey for mixed mode will be higher. With
a target of 45 completes per physician, the cost ranges
from $360 per physician to $495 per physician. Based on
experience with other CAHPS surveys, the cost is likely
to fall over time as larger scale surveying is done and
vendors become more accustomed to the surveys.CAHMI INSTRUMENTS
The CAHMI is a national initiative based out of Oregon
Health and Science University, Department of Pediatrics,
Portland, Oregon. Its mission is “To ensure that children,
youth, and families are at the center of quality measure-
ment and improvement efforts in order to advance a high
quality consumer-centered health care system.”47 CAHMI
develops, tests, and implements measurement strategies at
the national, state, and practice levels. CAHMI dissemi-
nates its work to inform improvements in policy and
practice.
CAHMI designs instruments through their standardized
multistage process, including focus groups with parents
and/or children, review of existing relevant measures
though literature review and key informant interviews,
input from advisory groups (including clinicians, consumer
representatives, public health experts, and researchers), as
well as extensive cognitive and field testing. The current
CAHMI instruments are the Promoting Healthy Develop-
ment Survey (PHDS) and the YAHCS.
PHDS
PHDS is a 36-item parent survey that assesses whether
young children (aged 3–48 months) are receiving nation-
ally recommended preventive and developmental services
(Table).48 The questionnaire asks about their experiences
in the previous 12 months. It is endorsed by NQF for
system-, plan-, and provider-level assessment of patient
experience.
Survey properties. 1) Validity and reliability: Psycho-
metric analyses demonstrated that the PHDS scales showed
good construct validity withmean factor loading of 0.69 and
strong concurrent validity, with strong associations between
parent reported receipt of anticipatory guidance and
parenting self-efficacy, behaviors, and concern. Mean Cron-
bach a for survey domains was .80, with a range of .63 to
.88. 2) Feasibility: It is available in English and Spanish,
and it can be administered by mail, telephone, the Internet,
and in pediatric offices (reduced item version with instru-
ments of varied length). The PHDS has been used in both
Medicaid and commercial health plans, and frontline health
care providers. Items from the PHDS have also been imple-
mented nationally through the National Survey of Early
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Health, which is administered by the National Center for
Health Statistics and is in the public domain.
YAHCS
The YAHCS is a 54-item teen survey that assesses
whether young adults (aged 14 years and older) are
receiving nationally recommended preventive services.20
The questionnaire asks about their experiences in the
previous 12 months. The YAHCS items can be used to
construct 8 composite measures and assesses quality of
care (Table). It is endorsed by NQF.
Survey properties. 1) Validity and reliability: The
YAHCS scales showed good construct validity with mean
factor loading of 0.64 and concurrent validity, with ex-
pected relationships between items and their related scales.
Mean Cronbach a for survey domains was .77, with a range
of .68 to .87. 2) Feasibility: The YAHCS can be adminis-
tered by mail or telephone or as an online survey. It has
been used in both Medicaid and commercial health plans
and is a valid and reliable measure.2
NRC PICKER
NRC Picker seeks to measure and improve the patient
experience of care. They have developed measures both for
children and adults and provide services for survey adminis-
tration, data collection, and reporting. Their instruments are
proprietary. The NRC Picker (NRC Picker, written commu-
nication, January 2010) was developed collaboratively in the
late 1990s by the Picker Institute and Boston Children’s
Hospital. They used focus groups comprising medical staff,
nursing staff, and parents to modify the Picker Institute’s ex-
isting adult inpatient survey for assessing pediatric inpatient
care. They field-tested candidate survey items with 300
parents of patients before finalizing the instrument. The
instrument assesses 6 dimensions of care (Table). Items are
also available to assess patient/family experience relative to
intensive care or surgical services.
The survey shows good criterion-related validity, with
high correlation between the dimensions of care assessed
and overall satisfaction, as well as to whether or not the
parent recommended the hospital to their family or friends.
Domain internal consistency and reliability range from
0.54 to 0.82, with 4 of the 6 dimensions >0.70. The
Pediatric Inpatient Survey is used by many pediatric
institutions, including many that are members of the
National Association of Children’s Hospitals and Related
Institutions.
GAPS AND BARRIERS IN MEASUREMENT FOR CHILDREN
BEHAVIORAL AND MENTAL HEALTH
Behavioral and mental health services are becoming an
increasingly important part of child health services, with
gaps in care well documented in the literature.49 Although
no validated widely disseminated patient and family expe-
rience measure for behavioral and mental health exists for
children, a CAHPS instrument does exist for the adult
population. The Experience of Care and Health Outcomes(ECHO) Survey, the CAHPS survey of behavioral health
services, measures the experiences of consumers with
various aspects of mental health and substance abuse treat-
ment and counseling services.50–53 The instrument was
developed using the CAHPS instrument development
process in collaboration with several groups, including
the National Committee for Quality Assurance, several
other national organizations, and behavioral health
consumers. The survey allows sponsors to analyze the
population by specific characteristics, including education,
sex, and race. The survey was endorsed by NQF in July
2007.
The current version of the adult survey is ECHO Survey
3.0. The ECHO Survey covers 2 types of organizations that
are responsible for delivering behavioral health services:
managed care organizations and managed behavioral
health care organizations. Themanaged care organizations’
questionnaires consist of 63 core items that ask consumers
about treatment, counseling, and administrative services,
such as experiences filling out paperwork or finding
information in written materials. Reporting measures
include 5 composites (getting treatment quickly, communi-
cation, treatment and information from the plan, perceived
improvement, information about treatment options), 2
global ratings, and 10 single-item measures.
Both the managed care organizations’ and the managed
behavioral health care organizations’ versions of the
ECHO questionnaires may be administered to the parents
or guardians of children who have received behavioral
health services. Children are defined as people aged 17
years and younger at the time they received the services.
Initial development of the pediatric instrument occurred
as the adult instruments were developed, with mapping of
adult-to-child items available on the CAHPS Web site.
However, cognitive and pilot testing of the instruments is
still necessary to complete instrument development,
including the development of a set of reporting measures.
CHALLENGES IN SURVEYING THE MEDICAID POPULATION
Prior CAHPS work with the Medicaid population
suggests the most effective data collection method to
use is a mixed-mode approach.54 Regardless of mode,
Medicaid populations require extra effort to attain a suffi-
cient response rate55 and extra effort to track and locate
recipients. Other considerations include setting a higher
level of attempts for telephone surveys and adding an
additional wave of mailing. The use of enhanced tracking
tools such as operator assistance, reverse directories, and
CD-ROM sources can increase the likelihood of locating
Medicaid recipients, but they add length to the overall field
period.
DISCUSSION
RECOMMENDATIONS MADE TO SNAC
Measures that are valid, reliable, and feasible exist for
assessing patient and family experience of care across the
spectrum of ages, care settings, and health status within
the pediatric population. Compared to the CAHMI
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sively for quality measurement, quality improvement, and
accountability. Two CAHMI instruments are focused on
children during early development and on adolescent and
young adult health care, providing more detail about
services during those developmental periods. We recom-
mended CAHPS for use more broadly because of its
wider applicability across care settings, as well as the
fact that it has already been used for several years,
including for benchmarking. CAHPS instruments exist
for assessing care in a valid and reliable way at the health
plan and clinician group levels. These instruments assess
care in the ambulatory setting, with parents acting as
respondents in both cases. Items related to assessing care
for children with chronic conditions are available for
both of these instruments. Accordingly, we recommended
that the CAHPS health plan and clinician group instru-
ments for children be included in the core measurement
set. Given that significantly more variation in patient and
family experience is explained at the level of clinicians
and groups compared to the plan level,56 we recommended
that states that have the information and infrastructure
necessary to assess care at the clinician group level do so
instead of at the level of health plans. The ability to
measure quality at the level of clinicians and groups can
be useful for quality assessment and improvement broadly,
including patient and family experience, care integration,
and pay for performance.
RECOMMENDATIONS FOR MEASURE DEVELOPMENT
Gaps in measurement include assessment of behavioral
and mental health and direct reports of care from the adoles-
cent population. In the case of behavioral health and inpatient
care, relevant CAHPS instruments exist for use in the adult
population.We recommended that these beusedas a basis for
creating pediatric instruments for assessing care in these
areas. For reports of care from the adolescent population,
we encouraged states to consider use of the YAHCS to
supplement their assessments from CAHPS instruments.
States wanting more specific measures of clinical and
patient-centered care and preventive and developmental
services are encouraged to use the PHDS to supplement
information garnered from CAHPS instruments.
Another consideration for measure development is inpa-
tient care. Although the NRC Picker instrument has good
validity and reliability and has been used extensively by
many institutions since its availability, one of its limitations
is that its development and ownership is in the private
sector. Thus, the ability to refine the survey is at the discre-
tion of the proprietary owner. Adding supplemental items
to assess specific areas would be difficult, and studies using
data from a proprietary instrument such as the NRC Picker
have not been extensive. Mechanisms need be developed to
make proprietary instruments such as the NRC Picker more
accessible for research, or developing a publically acces-
sible instrument such as a pediatric version of the adult
CAHPS Hospital Survey should be considered. The
adults’ Hospital CAHPS has been endorsed by NQF,
showing high construct validity and internal consistencyand reliability.57 Modification of this instrument for use
in children should be highly feasible given the CAHPS
team’s prior experiences modifying adult instruments for
use in the pediatric population. Development of a pediatric
version of Hospital CAHPS also would facilitate an insti-
tution’s ability to benchmark pediatric services within
a hospital with those that provide adult care.
We also recommended further work be done to find ways
to increase response rate and lower costs for receiving
consumer feedback. Current response rates in theMedicaid
population are low, raising concerns of sample bias. Both
the CAHPS team and CAHMI have used the Internet
for survey completion, and this and other modalities that
could improve response merit further investigation.
Finally, measurement developers should consider how ex-
isting patient/family experience measures developed for
other purposes (ie, Patients Perception of Primary Care58
and Barriers to Care59) such as research can and should
be used for assessing and improving quality of care.PATIENT AND FAMILY EXPERIENCE MEASURES
RECOMMENDED BY SNAC
The SNAC recommended core measurement set that
went on for consideration by the Secretary of Health and
Human Services included all of the measures recommen-
ded in this report. The final set, published on January 1,
2010, for public comment, included all these measures
with the exception of the CAHPS Child Clinician &
Group Survey. This measure was not selected because field
experience with this survey was limited, with concerns
about feasibility of implementation. Further experience
with both the child and adult instruments will help in as-
sessing the feasibility of more widespread use.60ACKNOWLEDGMENTS
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